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Some children with epilepsy experience
behavioral problems and/or learning
difficulties.
It is important to remember that simply
because a child has epilepsy it does not
follow that every other problem is also
related to their epilepsy. Behavioral
problems and learning difficulties can have
many different causes, for example:
The severity of the epilepsy. If seizures
are occurring frequently a child's everyday
life may be affected.

Any damage to the brain could cause a
number of symptoms. These can include
seizures, learning difficulties and behavioral
problems.
The area of the brain in which epileptic
activity is occurring. For instance, if it is in the
part of the brain concerned with memory,
then learning difficulties may be experienced.
The type of seizure.
For example, when someone is experiencing
a focal (partial) seizure they may

sometimes appear to others as if their
behavior is strange or abnormal.
Sub-clinical seizure activity
This refers to continuous epileptic activity
taking place in the brain without any obvious
outward signs.
The duration of seizures
Prolonged seizure activity may be
accompanied by confusion, inappropriate
behavior etc.
Continued next page

advocacy-education-information-support

Learning, behavior & epilepsy (cont)
Anti-epileptic medication.
Some Anti-Epileptic Drugs can have a
negative effect on a child's behavior.

Self awareness

Psychological and social factors, such as
family and peer attitudes as well as selfimage.
There is also research that suggests that
some children with epilepsy experience
learning difficulties in specific subject areas,
most notably mathematics and reading. The
educational psychologist has a role to play in
suggesting ways that these can be overcome.
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Welcome, Mel
Mindfulness is a form of selfawareness adapted from meditation
it fits well into our busy lifestyles as
it only takes minutes to practice.

Hi my name is Mel Ince and I am pleased to
be the newest member of
The Epilepsy Centre within the Client Services
area. My position title is Clinical Nurse, and I
will be working three days a week with the
team to continue providing services to our
clients and the community.
Prior to my employment with the EC I worked
in Day Surgery, Recovery and Theatre at a
private establishment, specializing in IVF
which was and still is an interesting area in
which I still continue to work in on a part time
basis. However I felt I needed to challenge
myself professionally, so when I discovered
The Epilepsy Centre’s advertisement on SEEK
for a registered Nurse I applied. Thankfully
was asked to be interviewed.
On meeting the Client Services team, it was
clear that they are dedicated to their clients
and the community and It was such an inviting
place to work. Working with The Epilepsy
Centre is a new and exciting venture for
myself both personally and professionally and
I look forward to the future.

It is being increasingly used in the treatment of
depression and mood regulation. It has been
described as a state of being in the present
accepting things for what they are i.e. nonjudgementally. For example we can’t change the
fact that epilepsy is in our lives but it doesn’t need
to encompass our thoughts all the time. We can
give ourselves permission to take time out and
smell the roses.
Here are three exercises that introduce the concept.
One Minute Exercise: Sit in front of a clock or
watch that you can use to time the passing of one
minute. Your task is to focus your entire attention
on your breathing and nothing else for the minute.
Have a go do it now.
Mindful Eating: This involves sitting down at a
table and eating a meal without engaging in other
activities- no newspaper, book, TV, radio, mobile,
lap top music or talking.
Now eat your meal paying full attention to which
piece of food you select to eat, how it looks, how it
smells, how you cut your food, the muscles you use
to raise it your mouth, the texture and taste of the
food as you chew it slowly.
You will be amazed at how different food tastes
when eaten this way and how filling a meal can be.
It is also good for the digestion.
Mindful Walking: This is one I particularly use and
my partner without realising it uses it as he knows
how many steps he takes on his regular walk. Here
the same principle, while walking you concentrate
on the feel of the ground under your feet, you’re
breathing while walking.
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Just observe what is around you as you walk, staying
IN THE PRESENT. Let your other thoughts go, just
look at the sky, the view, the other walkers; feel the
wind, the temperature on your skin; enjoy the
moment. It’s also amazing how many birds you can
hear on a short walk.
I have found Dr Russ Harris’ books of particular use
which are readily available in most book shops or
online the Happiness Trap, the Confidence Gap and
the Reality Slap.
Pam Adams.

Epilepsy Report
south australia & northern territory

Page 2

Robert Cole
Janine Colson
Mark Francis
Pam Adams
Dianne Day
Mel Ince
Ronda Roberts
Jane Sievewright

Every year The Epilepsy Centre host
a camp for children aged 6-18. This
camp is an opportunity for children
with epilepsy and their siblings to
come together and have fun.
This year we attended the Mylor Baptist Camp and
Recreation Centre. This is a great setting for E
camp as it provided activities that are enjoyable for
all ages, and these activities are organized and run
by the staff at the Camp.
This year we had 43 children attend, 19 volunteer
and three staff from The Epilepsy Centre. It is
evident that the children enjoy the camp, the
constant sound of laughter and cheering throughout
the camp is wonderful to hear.

It was also exciting that Trigger made an
appearance at Camp, talking to the children about
seizure triggers. Trigger is an important member of
the team here at The Epilepsy Centre and the kids
were so pleased to see him, and nobody there
could pass up the opportunity to give him a hug and
a high five.
I was extremely nervous about attending camp as I
had only been working at The Epilepsy Centre for
three weeks, but all the children made me feel so
welcome and were very friendly to me which helped
my nerves to settle fast. To see the children smiling
and supporting each other is delightful.

I would also just like to mention that without the
amazing individuals who donate their time and
effort to attend Camp as a Volunteer, we would not
be able to provide this amazing experience for the
children.
iphone and ipad Apps
My Epilepsy Diary is a ideal App for individuals and
families. It allows you to record seizures manage
medications and create reminders. It is a new and
exciting App.
Please visit www.epilepsy.com to learn more.
Mel Ince

It is also great to see the children working together
and encouraging each other to give things a try
especially more adventure type activities like the
flying fox and giant swing. It also promotes team
work and team building skills as they do activities
like canoeing and bridge building.
There are too many highlights of the camp to
mention but I really do need to mention a few.
One of our volunteers at The Epilepsy Centre,
Stephanie Westphal, is heavily involved in German
dancing and was able to organize for her dance
group to attend camp and put on a show for us. It
was absolutely entertaining and to see the kids
dancing.
Another highlight for me was seeing the teenagers
sitting around the table in the dining hall, talking and
laughing, which has sparked an idea for The
Epilepsy Centre to organize a camp specific for the
teenagers.
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Client Services have for a long
time felt that there is a need to
provide services that support
teenagers who have epilepsy.
This has been evident at our E-camps where
there has been open and frank discussions about
teens’ needs. Things that teens feel they aren’t
able to talk about with their peers, how great it is
to be with other guys that have epilepsy and if
they do have a seizure on camp, it’s no big deal.
Consequently, we advertised for a Volunteer
Youth Worker and along came Lisa, a psychology
student who has a passion for working with youth.
Our aim is to have events that the participants
have requested, so next year, “Watch this Space”
for a fantastic, innovative programme.
Our aim for the future is a Youth Camp and
maybe, possibly, (did I mention, maybe?), an
overseas trip. However to do this we need you
guys to be enthusiastic and own this for
yourselves. We can’t do it without some
Epilepsy Report
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determination to make this work! Let’s be active
and push away the barriers that stop you doing
things. We can challenge you as much as you
want, we can also listen and help you through
some tough times and you can make some great
friendships along the way. If you are willing we
can have the best programme in Australia and be
leaders in sharing your stories to other states.
Let’s put Epilepsy out there and show everyone
that despite it, you can have fun and achieve
great things in life.
We want to know what you think. We want your
skills, stories and thoughts. Go onto Facebook,
make comments and “Like us” at
http://www.facebook.com/pages/ECYouth/484171391613929?sk=info. Also let us
know your email or mobile phone number that
way we can keep in touch so much easier than
snail mail. You tell us what you want. Simple as
that!
Let’s make it happen!

WATCH Facebook for Event Details

Let’s Party

Many of us like to relax with a glass of wine or a
pint of beer at the weekend or after work. It can be
an enjoyable way to wind down and relax. Having
epilepsy doesn’t mean an end to alcohol. What it
usually means is that you need to think a bit more
carefully about how, when and how much you drink.

whether to take alcohol is a bit divided amongst
doctors. Some think that it’s best to avoid alcohol
completely because of the reasons mentioned
above.
Others feel it’s alright to drink in
moderation. The final decision is of course yours,
but make sure you know all the facts first.

Here’s why:
 Alcohol can interfere with anti-epileptic drugs.
It can stop your medication from reaching the
level in the blood which is needed to control
your seizures.
 It can also make side effects of your medication
worse.
 Drinking large amounts of alcohol, especially if
you drink this in a short space of time, can
trigger a seizure. You don’t have to have
epilepsy to have a seizure after a night of binge
drinking, this can happen to anyone. However,
if you have epilepsy, binge drinking can trigger
a seizure which could be a lot worse than your
normal seizures.
 Lack of sleep, skipping breakfast, being
dehydrated, and forgetting to take your
medication are all part of a typical hangover.
Unfortunately, they are also all classic seizure
triggers. Any one of them can trigger a seizure.
Being hung-over can therefore put you in real
danger of having a seizure.

What is moderate drinking?
It is generally accepted that two units of alcohol per
day is a safe enough amount. Anything over that
makes you more likely to have a seizure. Some
people find that even just one drink triggers a
seizure, whereas others drink a lot more than the
two units and are fine. The two units are just a
guideline but it’s based on official medical advice.

So, is it safe to drink alcohol?
The best thing you can do is to follow your doctor’s
advice on this. The patient information leaflet which
comes with your medication usually tells you if you
should take alcohol with your medication. If in
doubt, ask your doctor. You will find that opinion on

Make sure you know your units. One unit is usually
half a pint of beer or lager, one small glass of wine
or one single measure of spirits.
Beware of
alcoholic drinks that have a higher than average
alcohol content. Check this out first before you
work out your units.
Saving up your units to the weekend and drinking
them all in one go is not a good idea. This will
seriously increase your chance of having a seizure
and could put you in danger because the seizure
could be a lot worse than normal.
Can alcohol cause epilepsy?
In a way it can. Heavy drinking over a prolonged
period of time can cause brain damage. This in
turn can cause epilepsy. Some people also
develop epilepsy following a brain injury received
while under the influence of alcohol.

Five golden rules to stay safe with epilepsy
and alcohol
1. Don’t drink before you drive. If you have
your driving license back (after one year
being seizure free), don’t spoil it by drinking
any alcohol before driving. You will
increase your chance of having a seizure
because alcohol can make your medication
less effective. A seizure means losing your
license again. Apart from the fact that
drinking, even a small amount, before
driving can affect your ability to drive.
2. Watch how much you drink.
If
necessary, write it down, or ask a friend
(ideally someone who doesn’t drink) to
keep an eye on how much you drink.
3. Never skip your medication before a
night out. It’s a lot more dangerous to
have a seizure from not taking your
medication, than having one following
drinking alcohol.
4. Never forget to take your medication
after a night out. Set your alarm, get a
friend to phone you with a reminder, ask
someone you live with to wake you up, do
whatever it takes to make sure you take
your medication when it’s due. The surest
way to seizure freedom is to always take
your medication.
5. Eat and drink plenty of water. You may
not feel like eating after a night out but it’s
important you do. Eat regularly and drink
plenty of water to re-hydrate your body.
That way you can reduce your risk of
having a seizure.
Epilepsy Scotland
Epilepsy Report
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A message from our CEO
focus because they allow us to address needs at
the time that patients are newly diagnosed with
epilepsy.
Our Client Services team has continued to
provide a diverse range of services to our clients.
Regrettably we have had to reduce staff in our
Northern Territory office in Darwin because of the
lack of funding. We again are delivering services
from our Hindmarsh office, supplemented with
short face to face visits. We continue to actively
seek recurrent funding from the Northern
Territory Government.
Demand in both South Australia and the Northern
Territory is greater than our resources and we
therefore need additional funding to continue to
operate and to expand our services.
Our mission is “To improve in all respects the
welfare of people with epilepsy and their families
in South Australia and the Northern Territory”
underpinned with a vision to “Be the leading
provider of epilepsy services and to create a
centre of excellence”. I am honoured to serve
people living with epilepsy and I am very grateful
for the support and appreciation that we receive.

Our Call Centre is our major source of income
and we conduct our Bonanza Lotteries to ensure
viability. Thank you sincerely to everyone who
buys tickets. We are indebted to you and all our
wonderful donors and supporters who enable us
to provide most of our services free to people and
their families living with epilepsy. I thank you all
sincerely for enabling us to continue to provide
services across the last thirty seven years.

The Epilepsy Centre has experienced a very
difficult year, which is compounded by the fact
that we do not receive any Government funding
despite our continuing best efforts. All other state
Epilepsy Associations receive funding to assist
them with complex service delivery.

I am indebted to our Board for their vision in
approving and enabling the recruitment of our
Business Development Manager and our Call
Centre Manager. We have gained new contracts
and improved productivity and performance as a
consequence.

Our Epilepsy Clinics at the Flinders Medical
Centre (both Adult & Paediatric) and the
Women’s and Children’s Hospital are our prime

I have continued to introduce new initiatives to
increase our revenue. Our existing income

generating initiatives continue to grow and
support from “The Divas” volunteer fundraising
group has enabled us to benefit from the
proceeds of special events, including “Wear Red
Race Day”, “Gangsters & Molls” and “Boys Day
Out”. They do a fantastic amount of work to make
these events successful and I particularly thank
Event Manager, Margaret D’Athridge for her
dedication, energy and enthusiasm.
I sincerely thank our entire team for their loyalty
and dedication who perform magnificently to
achieve our goals. And I convey my sincere
appreciation to our amazing and dedicated
volunteers, particularly John Barnett OAM and
Jane Sievewright. Everyone provides valuable
support which enables me to more rapidly
progress The Epilepsy Centre’s mission and
vision.
I particularly thank our exiting President, Michelle
Bellon for her guidance and leadership.
I am passionate about the epilepsy cause and it
is humbling to serve The Epilepsy Centre and I
thank the Board for their continued support.
Our new Strategic Plan 2012-2015 has been
completed and this vision will enable our Board
and I to lead us forward.
On behalf of everyone at The Epilepsy Centre,
I wish you and your loved ones a safe festive
season and a very happy and healthy 2013.
Sincerely
Robert Cole

Sharing information securely
Finally an easy way to share care
instructions. Lets you share
information with people you trust to
care for your loved ones.
The Epilepsy Centre is delighted to be in
partnership with CareMonkey to help our clients
share important care information with family,
friends, care workers, teachers, work colleagues
and so forth.
In the age of social networking there are
countless opportunities to be well connected with
others. We’re posting photos on Facebook,
tweeting on Twitter, connecting with business
associates on Linkedin...but are we sharing the
most important information?
‘Sharing care instructions to keep my family safe
and well’ was the driver for developing the new
CareMonkey app according to CEO, Troy
Westley. ‘We’ve designed and developed a way
for any family to store and share important care
instructions and emergency contact details’, Troy
explained.
Using the CareMonkey app, a user can create
care profiles for people including their emergency
Epilepsy Report
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contacts, health and safety alerts (such as special
care needs, allergies, medications, asthma plans,
epilepsy management plan, etc), immunisations,
family history, blood type, organ donor details,
health and ambulance insurance details and much
more. Users can electronically share these care
profiles with family, friends, teachers and other
trusted carers.
CareMonkey solves the problem of how to keep
others up to date by making care information
available to all of a persons carers instantly.
Permission to access a care profile can be assigned
permanently, such as to a parent or sibling, or on an
ad-hoc basis, such as to a teacher or family friend
looking after a child for a weekend or a holiday.
The CareMonkey application is also useful for
travellers to share health and safety information
amongst themselves, for siblings to manage the
care of elderly parents, and for groups of friends to
be able to take care of each other when out and
about.
Anyone can use the free CareMonkey web app to
easily share care instructions with family, friends
and other trusted carers. It can be found at
www.caremonkey.com. Or contact The Epilepsy
Centre for more information.

2013, An Odyssey
The Epilepsy Centre is planning an
exciting year in 2013 with the
development of some new
initiatives.
Here is a glimpse into some of them:

3 Day Workshops for Medical
Personnel

Men’s Support Group
1st Weds of the month at
The Epilepsy Centre

Family Camp Spring TBA

Teenage E Camp July 2013

E Camp Sept 2013

Youth Group TBA

Health and wellbeing
workshops TBA

Northern Territory visits

Regional visits.
Stay tuned for more information.

Epilepsy Report

Page 4

south australia & northern territory

Summertime Blues

Heat Waves:
Even though summer seems to
have taken awhile to get here this
year there are already predictions
of a very hot summer below are
some tips to being prepared:
When outside temperatures climb over 40ºC
for a period of several days or even weeks,
this prolonged period of excessive heat is
known as a "heat wave". Heat waves are
often accompanied by high humidity. While
there is also no universal definition of a heat
wave, (as people used to a hot climate may
already be acclimatized to a period of high
heat, where as the same heat visited on
people in a usually cooler climate can cause
severe disruption and heat deaths due to
people not knowing what to do to minimize
the risks), the real issue is the health and
safety impact of prolonged heat and high
humidity.
Notorious for causing widespread power
Epilepsy Report
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outages, hundreds of heat-related illnesses,
and even deaths, heat waves are perfectly
survivable provided you take appropriate
precautions. In general, our ability to
regulate high temperatures is impacted by
our health, age, and the quality of our
shelter. This article is aimed at helping you
to cope when the summer heat takes a turn
for the worse.
Heatwaves cause stress on the body when
there is too much heat being absorbed and
not enough heat being lost though the
body’s normal cooling processes.
The effects of heatwaves can be serious for
people, animals and plants.
The symptoms can include hot and dry skin,
fainting, sweating stops and the core body
temperature rises. In extreme cases, heat
stress can cause organ damage or even
death.
It is important to be aware of how to protect

yourself and your family to avoid heat stress.
Be prepared
By being prepared for heatwaves, you can
avoid heat stress by following these survival
tips:
 Wear lightweight, light-coloured, loose,
porous clothes and a wide-brimmed hat.
 Avoid direct sunlight if possible. If you
have to go outside, use strong sun
screen. When you get sunburnt, it limits
the body's ability to cope with heat.
 If you have a baby or children under 4
years, pay particular attention to the
above advice and consult a doctor if they
appear uncomfortable.
 If you are elderly, suffer from a chronic
illness, or just feel unwell, see a doctor
immediately.
 Avoid strenuous activities and drink two
to three litres of water per day, even if
you are not thirsty. Do not consume
alcohol or carbonated drinks.

Summertime Blues (cont)
 Pets need shade and water
 Do not leave children (or pets) in
parked vehicles. Give animals access
to shade and water.
 Avoid heavy protein foods (meat, dairy
products and heavy meals) which raise
body heat and increase fluid loss.
 Do not take salt tablets unless
prescribed by a doctor.
 Keep your home cooler by closing
curtains, shutters or awnings on the
sunny sides and leave windows open at
night.
 If you don't have air-conditioning, use
fans and damp towels to stay cool and
have frequent cool showers. During the
day, spend as much time as possible in
air-conditioned buildings (like shopping
centres, libraries or museums).
 Check on elderly neighbours and
relatives to ensure they are comfortable
and coping.
 Don’t forget your pets. Remember to
check on your pets and give them
plenty of water and keep them in the
shade.
Pictures: Just for the animal lovers; some very cool pets

Cool Kids
Some children with
intractable epilepsy
may be sensitive
to heat.
Make sure everyone knows
to keep the child cool and
not overdressed.
Order a cooling vest at
www.coolingapparel.com
for your child’s heat
intolerance. Polarized, blue
tinted sunglasses may
prevent photosensitivity
induced seizures, especially
on car rides.
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New Epilepsy Gene Discovered

The gene is linked to autosomal
dominant nocturnal frontal lobe
epilepsy. While this is a rare form
of epilepsy, this has quite severe
effects and can lead to
intellectual and psychiatric
disability.
In a national research partnership, Dr
Sarah Heron from the University of South
Australia’s Sansom Research Institute,
epilepsy research group, has been working
to map the genes responsible for a rare
form of epilepsy - autosomal dominant
nocturnal frontal lobe epilepsy (ADNFLE).
Dr Heron and her team’s latest research to
identify a new gene for this form of epilepsy
has been published in Nature Genetics this
month.
Epilepsy Report
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She says while ADNFLE affects a relatively
rare group of people, the symptoms and
impact of the condition can be devastating.
“ADNFLE usually develops in childhood and
characterised by clusters of seizures during
sleep,”
Dr
Heron
says.
“It can have an association with cognitive
deficits and or psychiatric comorbidity.
“Our research has identified that mutations in
the sodium-gated potassium channel gene
KCNT1 cause severe autosomal dominant
nocturnal frontal lobe epilepsy and
associated intellectual and or psychiatric
disability.”
UniSA’s epilepsy research group is led by
Associate Professor Leanne Dibbens. The
gene-discovery research has been

undertaken with support from the National
Health and Medical Research Council of
Australia and in collaboration with
researchers at The University of Melbourne’s
Clinical College’s Epilepsy Research Centre.
Dr Heron says the identification of the gene
has important implications for genetic
counselling and also for understanding more
about the full spectrum of epilepsy disorders.
University of South Australia

Services at a glance
The Epilepsy Centre is a professional
organisation committed to providing
quality services to people living with
epilepsy and improving community
awareness and attitudes throughout
South Australia and the Northern
Territory.
Our Client Services Team is able to
provide:
• Counselling
• Advocacy
• Care Planning
• Seizure First Aid
• Update training in use of emergency
medications
• Support with quality use of
Medicines
To do this we provide:
• Home visits
• Office visits
• Hospital visits
• Visits with you to your GP or
Neurologist
Our
Client
Services
Team
also provides education and
support to:
• People with epilepsy and their
families/carers
• Workplace organisations
• Aged care facilities
• Essential services personnel i.e
Police, Fire and Ambulance Officers
• Private and government employment
organisations
• Schools, Child Care Centres, TAFE,
and Universities

Purple Day, March 26th, is an international grassroots effort dedicated to
increasing awareness about epilepsy worldwide, and The Epilepsy Centre is
celebrating throughout the month of March
Join with The Epilepsy Centre and raise awareness of epilepsy. You can
participate by 'going purple' and holding Purple Day events to help raise much
needed funds to assist people living with epilepsy.

The Epilepsy Centre assists people
with epilepsy and their families/carers
as part of our commitment to
enhancing the quality of life for people
living with epilepsy.
If you would like to discuss your needs
or any of these services further,
please contact The Epilepsy Centre
on 1300 850 081 for a confidential
discussion
with
one
of
our
professional Customer Service Team.
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The 2012—2013 Entertainment™ Book
You could SAVE thousands
Choose what you want to do and when you
want to do it with valuable 50% off, 25% off and
2-for-1 offers.
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Valid from NOW until June 1st, 2013.
Entertainment™ Books feature the best restaurants, attractions, cinemas, sports, hotel accommodation
and much more. Purchase a book and at the same time, you will also be helping The Epilepsy Centre!

Start saving. Call 1300 850 081 and order yours now

Qualit y legal advice
Professional representation
Aff ordabl e rates
Discount to our Members
Wills & Deceased Estates
Contracts
Property
Civil Litigation
Personal Injury
Motor Vehicle Accidents
Criminal Law
Traffic Law
Anthony Quartuccio is a Barrister
and Solicitor with extensive
experience who will personally
handle your legal matter from
beginning to the end.
Anthony is always working to
achieve the best outcome possible
for your particular situation.
3 / 124 Commercial Road
Port Adelaide SA 5015
ABN 97 680 717 932
P 08 7221 2077
M 0431 943 872
anthony@aqlegal.com.au
www.aqlegal.com.au

